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ABSTRACT
The purposeof thisproposalisto informpeopleaboutissuesrelatedtodeafnessthrougha
comprehensivewebsitewithuptodateinformationthatis easilyaccessibleandnavigable
byall people. Creatinga professionalwebsitewillbenefitprofessionalsandparentswitha
varietyof informationfrommanydifferentsources. Bothparentsandprofessionalsneedto
beawareofthemanyimportantdecisionsthatcomewithraisinga deafchild.
Manyparentsareunawareofthevastdecisionsthatcomewithraisinga deafchild. The
decisionsthatparentsmakearenotonlyveryimportant,butthesedecisionsmustalsobe
madeata veryyoungage. Thiscanbecomeanoverwhelmingsituationgiventhelackof
informationtheymayhaveandlackoftimetomakedecisions.Somemaytypicallysee
deafnessas "justanotherdisability"tocopewith,however,thisviewis notsharedbyall.
Manydisabilitiesarenotas complicatedas deafnessinthattheyhavea moreclear-cut
pathtomakingdecisions.Deafnessis alsonotalwaysseenas a disability.Manypeople
preferdeafnesstobeseenas a communityandculture,ratherthana physicalproblemthat
needstobefixed.
Thesebeliefsusuallycomeata lateragewhentheindividualhas identifiedthemselves
throughlifeexperiencesandmaturation.However,theinfantwhois deafthatis bornto
hearingparents,aredependentupontheparentstomakedecisionsforthemearlyin life.
Parentsareoftendependentonprofessionalswhoprovideparentswithvitalinformationin
makingdecisionsfortheirchild. PublicLaw105-17or IDEA,undersection631clearly
statestheneedforearlyinterventionandidentificationof conditions,whichinclude
deafness.Whilethisprovidesrecognitionfor identificationandassessmentofthedeaf
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infant,parentsandprofessionalsareonlybecomeawareoftheconditionitself.Theymust
alsobecomeawareofthenumerousissuesrelatedtodeafnessandthedecisionsthatwill
sooncometofollow.Whathappenstodecisionsthatparentsmakeiftheyareunawareof
all theissuesatstake? Howwillthisaffectthechildwhois deafifparentsareunawareof
otherrelatedissues?
Whenaddressingtheconcernsofan infantwhois deafthesedecisionsfortheparents
includechoosinga communicationmode,selectinganappropriateducational
environment,enrollingintoanearlychildhoodinterventionprogram,anddecidingonwhat
technologyifanyshouldbeusedtoaidtheinfant'shearingloss.As onecanseebythe
abovelistof issues,deafnessis morecomplicatedthanonewouldthink.The problemwith
makingthesedecisionsas a parentis clear. Ninetypercentofdeafchildrenarebornto
hearingparents.Thevastmajorityof thesehearingparentsareuneducatedaboutthe
arrayofdecisionsandtheimpacthatthesedecisionswillplayintheirinfant'slife.
Researchhasshownthatparentsareveryunlikelytoseeka secondarysourceof
information.It is thereforeimperativethatprofessionals(teachersof thedeaf,
pediatricians,earnoseandthroatspecialists,speechpathologists,andcounselors)are
educatedandresourcefulwithinformationtoeducateparentswhohavejustgivenbirthto
an infantwhois deaf.
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INTRODUCTION/STATEMENTOF THE PROBLEM
The purposefordevelopingthiswebsiteis toprovideprofessionalsandparentswith
currentinformationregardingthecomplexitiesofdeafness.Thewebsitewillcontainsix
components.Thefirstfourcomponentswilladdressissuessuchas; SchoolsettinQ
(mainstreamvs.residential),Communicationmode(ASL, Oral,CuedSpeech,MCE's,etc.),
Earlvinterventionservices(ageofenrollment,programphilosophy),andTechnoloQv
(hearingaids,cochlearimplants,etc.). The lasttwocomponentsof thewebpagewill
providethebrowserwithadditionalresources;Research(currentopics,magazinesto
subscribeto,contacts)and,Resources(organizations,groups,websites,andliterature)
Thereis a greatdealof importanceincreatingawebsitesuchas this. Currentlytothebest
of myknowledge,thereis nowebsitethathas informationaddressingallof theseissues
froma varietyof perspectives.Manywebsitesthatcurrentlyexistaddressaudienceswho
arealreadyfamiliarwithdeafissues. Thiswebsitehoweverwillbedesignedtargeting
peoplewhoknowverylittleaboutdeafrelatedissuesandwhohavelittletonoexperience
navigatingontheWorldWideWeb.
Bypresentingthematerialas a website,itallowstheparentstoabsorbtheinformationat
theirownpaceandinprivacy.Insteadof relyingontheprofessionalwhomayormaynot
haveanunderstandingofa certainrelatedissueaboutdeafness,thiswebsitewillbecome
for parents,a onestopresourceinformationsite. The benefitofa websiteis that
informationthatis outdatedcanalwaysbeeasilyupdatedbytheWebmaster.Witha
growingabilityforpeopletopubliclyaccesstheWorldWideWeb,accesstothiswebsiteis
easilyobtained.
In promotingmywebsiteandproject,therearethreesimplegoals:.
1) Increaseprofessionalsunderstandingofthecomplicatedissuesofdeafness
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2) Educateandempowerparentswithinformationandresources
3) To learn(formyself)moreaboutpersonalperspectivesofparentsand
professionalsandthediagnosisingprocessitselfherein Rochester,NewYork.
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LITERATURE REVIEW
THE HEARING PARENTS AND THEIR INFANT WHO IS DEAF
The purposeofthisliteraturereviewwastoseekinformationabouthearingparentsand
theirdeafchildrenintheearlystagesof thechild'slife. Inthistimeframeof life,many
criticalissueshavesurfaceregardingthechild'sdevelopment,parentaladjustmentandthe
diagnosisofdeafnessitself.The studiesreviewedwillgiveinsighttounderstandinghow
theseissuesrelatetooneanother.Theoverallimplicationsaresignificantforfuture
teachersofthedeafandotherrelatedprofessionalswhomaycomeincontactwithhearing
parentswhohavechildrenthataredeaforhardofhearing.
FINDINGS FROM LITERATURE
Parentinga childwhois deafcomeswithheavyresponsibilitiesanddecisionstomakefor
thechildata veryearlyage. Whatbecomesoverwhelmingtotheparentis two-fold;the
actualdiagnosisof thedeafnessandthemanyimportantdecisionsthattheyneedtomake
fortheirchild. This kindofpressurecaninflatehearingparents'stresslevels.As foundin
5 ofthe10articles,parentalstressis affectedbymanythingssuchas theamountof
supportgiventoparents,qualityof interventionservices,communicationlevelwiththeir
deafchildandamountofotherlifestressors(Boison,1987;Calderon& Greenburg,1999;
Eleweke& Rodda,2000;Hadadian& Rose,1991;Meadow-Orlans,1995).
Oncea parenthasformallyreceiveddeafnessas thediagnosisfortheirchild,a parentcan
gothrougha varietyoffeelings.Thesefeelingscanincludeanger,guilt,frustrationand
aggression(Boison,1987).Whileparentsrollercoastthroughthesefeelings,theyalso
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havetheadditionalresponsibilityofmakingtimelyimportantdecisionsfortheirchild;
communicationmode,amplificationdevices,educationalplacement,interventionservices,
andcontactingprofessionalsforsupport.Whatmostparentsdonotknowis howvaluable
timeis fora youngchildwhois deafor hardofhearingintermsof receivingappropriate
services.
AGE OF DIAGNOSIS
Severalofthestudiesexaminedexploredtheageatwhichthechildwasformally
diagnosedwithdeafness.Wiliams& Darbshire(1982)foundthismedianagetobeat48
months.Meadow-Orlans,Mertens,Sass-Lehrer& Scott-Olson(1997)foundthemedianto
be22monthsofage. Andfinally,HarrisonandRoush(1996)foundthemedianagefor
formaldiagnosistobe22 monthsofage. ItshouldbementionedhoweverthatinMeadow-
Orlansetal. (1997)study,thedemographicsof thefamiliesinthesurveywerenot
revealed.Parentswhohaddeafnessinthefamilyorwhohadotherdeafchildrenwould
effectthismedianageforformaldiagnosis. InHarrisonandRoush'sstudythemedian
agesarebasedonfamilieswithnoknownriskfactors.The averageof thesemedianages
is 30monthsofageor2 yearsand6 monthsofage. It is afterthisagethatthechildwill
startreceivingformalsupportservices.Afterformaldiagnosis,parentsmustscrambleto
puttogetherbitsof informationtomakeeducatedchoicesfortheirchild.
SUPPORT SERVICE SATISFACTION
Parentsreportedvariouslevelsof satisfactionwithprofessionalsandthequalityof
informationprovided.Ina casestudy,Eleweke& Rodda(2000),examinedparentsusinga
sign languageapproach(SLAPS) andtheparentswhousedanaural/oralapproach
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(AOPS) andtheirlevelofsatisfactionwithprofessionalsandthequalityof informationgiven
tothem.The SLAPS statedthattheyhadlostfaithintheprofessionalstherebyleaving
themtofollowtheirowninstincts.The SLAPS receivedinformationthroughteachersofthe
deafbutonlyfromoneapproach;amplificationwithoutsignlanguage.Latertheycameinto
contactwitha deafsocialworkerwhoproposedusingsignlanguage.The SLAPS felt
frustratedwithprofessionalswhodiagnosedtheirdaughter'sdeafnesslateinage. They
alsoclaimthattheinformationgiventothemwasdictatedby,"departmentalpolicyandthe
philosophy"ofthedepartment.The SLAPS feltitwouldhavebeenmorebeneficialtohave
receivedinformationabouthevarietyofoptions.
You havetohavechoicesandbeinvolvedinthediscussions,andsomeonefromthe
audiologydepartmentshouldtellyousomethingaboutcommunicationoptions.But
in ourcase,theauthorityandprofessionalswherewe livebelieveonlyinoral
communication,otsignlanguage. . We thinkthethinginourareaisthattheywant
thehearingimpairedchildrentobeas 'normal'as possiblewithoutakinginto
considerationthechild'sparticularneeds.Thatiswhyweareso angrywithourlocal
authority(Eleweke& Rodda,2000).
The AOPS believedtheyhadbeengivenmisleadinginformationaboutamplification
devicesandotherassistivelearningtechnology.The informationthatwasgiventothem
leftthemwithhighexpectationsfortheirchildtohearlikethatofa "normal"child. These
expectationswouldlaterbeproventobefalse. Inadditiontothis,theAOPS werenot
satisfiedwiththeamountof informationthatteachersofthedeafhadgiventhem.
The informationgivenwasn'tenoughatthattimebecausewehadtokeepasking
andaskingbecausetheyseemedveryreluctantogiveinformation.Theyjusttell
you,"Yourchildis deaf."We wantedtoknoweverything.We wantedtoknowif
therewasanyremedy.We wantedtoknowifshecouldhaveoneofourcochleas..
. They(theprofessionals)justdon'tcare. To themitis justa job. Becauseofthis
we learnedthatfromexperiencewiththeaudiologydepartmentwherewe live. They
gaveusthewrongandbrokenearmolds,hearingaids,etc. Theysenttheearmold
to a companywhichdidn'tknowtherighttubingandsotheysentitbackbrokento
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thedepartmentwhichinturnjustsenteverythinglikethatbacktous (Eleweke&
Rodda,2000).
TheAOPS andtheSLAPS interviewsmadeitveryclearthatparentsneedaccurate,
unbiasedandrelevantinformation(Eleweke& Rodda,2000).
InWilliam& Darbshire's tudy(1982),88%ofthesubjectsinterviewed,"expresseda need
forfactualinformationabouthearingloss,itsimplications,andtheirchild'sfuture
prospects."As a result,parents'frustrationintheirsearchfor informationandhelpmay
leadtoangeranddisappointmentwiththeprofessionalsthemselves.
InMeadow-Orlans'etal. survey(1997),hearingmothersratedprofessionalservicemuch
higherthanmotherswhoweredeafor hardofhearing.Resultsfromthissurveyconcluded
a meanscoreof 14.1satisfactionwithprofessionalservicesona 16-pointscale. Teachers
weredocumentedas beingthemosthelpfulandsupportivefromtwo-thirdsof theparents
involvedinthissurvey.Medicaldoctorsweredocumentedas helpfulbyonly20%ofthe
participants(Meadow-Orlansetal., 1997).
Whileparentsmayliveinanareathathasplentyofopportunitiestocontactvarious
professionalsfortheirchildwhois deaf,otherswholiveinruralareasmaynothavethis
luxury.Parentsmaynotbefullyawareofthevariouschoicestheyhaveintermsof
amplificationdevicesandcommunicationmodes. Inan interview(Kluwin& Stewart,2000)
withparentswhohadchildrenwhorecentlyhadbeengivena cochlearimplant,27ofthe35
parentsfelttheyhadenoughinformationtomakethedecisionto implantheirchild.
However,15ofthe35parentsinterviewedusedotherparentsas theirprimarysourceof
information.Medicalstaffsuchas pediatricians,audiologistsandmembersfromtheactual
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implanteamweretheprimaryinformationsourceforonly13ofthe35parents.Outof the
13parentswhousedmedicalstaffas theirprimarysourceof information,only3 ofthem
useda secondarysourceof information.The mostmotivatingfactorfortheseparentsto
implantheirchildwastheirdesiretohavea childwhocouldfunctionas a hearingperson.
This motivationwas partlycausedbytheirfrustrationwithnotbeingabletoadequately
communicatewiththeirchild. (Kluwin& Stewart,2000).
PARENTAL ADJUSTMENT
Withall theemotionsofdeafnessas a diagnosisandthechaosof seekingappropriate
informationfortheirchild,itwouldseemthathearingparentsofdeafchildrenwould
strugglemorethantheaveragehearingparentwithhearingchildren.However,Hadadian
(1995)examinedthecorrelationbetweenattitudestowarddeafnessfromhearingmothers
andfathersandfoundnodifferencesintheirsecurityattachmentscores. Whencompared
withhearingfamilies,theresultsseemconsistent.Inotherwords,"theparentalattitudes
towarddeafnessweresignificantlycorrelatedwiththeattachmentsecurityscores
(Hadadian,1995)."Inanearlierstudydonein 1991,itwasnotedthat,"FathersofD/HH
infantsaremarginallylessattachedtothem,compared[to]theirwives(Hadadian&Rose
(1991)." This raisesan importantissuetomakeseriouseffortsto includefathersduring
earlyinterventionservices.Doesthisinformationimplythatparentalstressrelatesto
parentaladjustmentinraisinga childwhois deafor hardofhearing?
Meadow-Orlans(1995)foundthathearingmotherswhohavea deaforhardof hearing
childscorehigherontheParentingStressIndexwhencomparedtohearingmothersof
hearingchildren.The hearingmotherswhohavedeafchildrenscoredhigherinstresslevel
for thecategoriesof;depression,attachmenttochild,restrictionof role,competence,
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relationstospouse,andhealth(Meadow-Orlans,1995). AfteranalyzingtheStressof Life
Events,motherswithdeafinfantsscoredhigherin stress(whencomparedwithmothers
whohavehearingchildren)intheareasof;relationship,careofnewborn,healthandwork
(Meadow-Orlans,1995).Usingovera dozenformalassessmentests,Calderon&
Greenburg(1991),discoveredthat,"mothersreportingmorenegativelifestressandwho
havea childwithmoreseverehearinglossaremorepoorlyadjustedtotheirchild
(Calderon&Greenburg,1991)." Secondlythat,"motherswhoreportedhighsatisfaction
withtheirsocialsupportwereratedas betteradjustedtotheirdeafor hardof hearingchild
despitedegreeofmaternalnegativelifestressor severityofthechild'shearingloss
(Calderon& Greenburg,1991)."
CONCLUSIONS
Giventheliteraturereviewed,somevaluableimplicationscanbedrawnregardingtheearly
yearsofdeafchildrenandtheirhearingparents.Professionalsmustbeawarethatparents
maynotbe likelytocontacta secondarysourceof information.This maybeduetothefact
thatparentsareunawareof thenumerousoptionsavailabletotheirchildintermsof school
setting,communicationmode,andaidedtechnologies.Becauseofthis,professionalsmust
beeducatedtogiveparentsaccessto informationregardingall oftheseimportant
decisionstheywillsoonbemakingfortheirdeafinfant.The researchhasimpliedthat
professionalshaveexpertiseandknowledgebutonlyfromoneperspective.This canbe
verydetrimentaltotheparentwhois naivetoalternativesfortheirchild.
Professionalswhoshouldbeeducatedin providingparentswithappropriateresources
extendsbeyondthemedicalprofession.Teachersofthedeaf,counselors,speech
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therapists,andmostimportantlyparentsneedtobeempoweredwithknowledgetomake
educateddecisionsfortheinfantwhois deaf.
Teachersof thedeafin particularshouldbepreparedtosupplyhearingparentswithnon-
biasedinformationandcontactinformationtootherparentsandprofessionals,schools,and
specializedorganizationsandgroups.Whileteachersofthedeafshouldnotbeexpected
togivemedicaladvice,theyshouldbereadytosupplyparentswithliteratureabout
deafness.
Whenplanningearlyinterventionservices,professionalsneedtomakesincereeffortsto
includethefatheras muchas possibleinallaspectsof raisinga childwhois deaforhardof
hearing.Parentsworkingas a teamcanbea stronginfluenceor"theagentsof change"in
successfullymeetingtheneedsoftheirchild(WilliamsandDarbshire,1982).Furthermore,
teachersandrelatedprofessionalshouldtakenoteof hearingparentsstressfactors.This
willhelpprofessionalsinunderstandingandmeetingtheneedsoftheparentsandtheir
childwhois deafor hardofhearing.Introducinginformationtotheparentsslowlyand
clearlywillhelptoensurethattheywillnotbecomeoverwhelmedandconfused.Providing
parentswithappropriateandadequatesupportwillempowerparentstomakedecisionsfor
theirchild.
Additionalresearchis neededtobesurethatprofessionalsaremeetingtheneedsof their
clients.Professionalsneedtocontinuallybeconsciousofnewresearchregarding
servicingdeafchildrenandtheirfamilies.Moreresearchshouldbedonetofindoutwhat
kindof informationis giventoparentswhohavea childwhois deafor hardofhearing.By
usingparent'sfeedbackandanalyzingtheweaknessesof informationcurrentlybeing
distributed,professionalscanworktogethertostrengthenanddevelopappropriate
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supportsforparents.This inturncanhelpreduceparents'frustrationsandincreasetrustin
professionalsandteachers. Byprovidingparentswithstrongsupportfromanarrayof
professionals,wewilldirectlyimprovethedevelopmentof childrenwhoaredeafandhard
of hearingata youngage.
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ACTIV JIlES
To aid inthecreationoftheformatforthewebsiteitself,Iwillbe informallyquestioning
friendsandfamilymemberswhoaredeaforwhohavea familymemberthatis deafor hard
of hearing.InmyconversationsI hopetofindoutwhatkindof informationtheywishthey
hadaccesstowhentheyfirstfoundoutaboutdeafness.The peoplethat'lwillbe
questioningwillrangeinageandpopulation.I willbeaskingparentswhohavea deaf
child,deafandhardof hearingcollegecolleagues,professorsandteachers.Bysampling
fromsucha broadpopulation,itwillgivememanyideasas towhatneedstobeaddressed
andhowitcanbepresentedwithoutoverwhelmingthebrowserwhomaynotbe
accustomedtonavigatingtheWorldWideWeb.
Afterdocumentingcommentsandsketchingan initialframeworkforthewebsite,Iwillthen
makecontactwithinitialleadstostartcollectinginformation.Thiswillbefromstaffat
StrongHospital,professionalsattheUniversityofRochester,Pediatricians,Ear Noseand
ThroatSpecialists,andAudiologists.Bycontactingtheseprofessionals,I hopetogeta
senseofwhata hearingparentgoesthroughwhenfirstfindingoutthattheirinfantis deaf.
Bycollectinginformationfromtheseprofessionals,I hopetobetterunderstandwhatkindof
informationis passedontotheparentsandalsohowdeafnessis diagnosedandmanaged
in Rochester.
It is myintentoapproachthisprojectwithanopen-mind.Theaimof thisprojectis to
establisha websitethatis targetedtowardspeoplewhodo notknowverymuchaboutdeaf
relatedissuesandwhomaybeunskilledatnavigatingtheWorldWideWeb. It is nota
websiteintendedtocondemnorsupportanyoneaspectofthemanyissuesbeing
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addressed.Instead,itwillofferfactsandresourcestoempowerpeopletomaketheirown
decisionsbyeducatingthem. I hopeintheendthatprofessionalswillbesupportiveof my
effortsandpromotemywebsitetotheirclientsandmaybeevenuseitto learnmoreabout
deafrelatedissuesfortheirownbenefit.
Beforethewebsitehasbeenformallypublished,I intendtohavenumerouspeopletest
browsethesite. This populationwill includeparentsandadultswhoarefamiliarand
unfamiliarwiththeWorldWideWeb. Usingtheirfeedback,Iwillmakeneededadjustments
foreasiernavigationthroughthewebsite.
Afterthewebsitehasformallybeenpublished,I intendtosenda letter(postalore-mail)out
tothoseprofessionalswhoI hadbeenincontactwithduringthisproject.Bywordof
mouth,I hopethatthewebsiteI producewilleventuallybepublishedonbrochuresand
pamphlets.Thiswill inturnpromotethesiteas moreandmoreparentsandprofessionals
visitthewebsite.
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